


“Privacy is about 
context, social 

situations, and control.” 
- danah boyd 



1. We are going to get our [genetic, 
health] data, one way or another. 



but we often lack agency to decide what is done 

with data about us… 





 



 



 



(we are also going to talk about it) 



 



 



 



 



 



 



in the future, anyone who wants a 
copy of your genome will probably be 
able to get it. 

 

 



2. data  
 > information  
  > knowledge  
   > wisdom 



 



 



 



 



 



 



how do we ensure our data gets 
turned into knowledge?  





3. the infrastructure is just emerging. 



 

“technology doesn’t support 
patient engagement” 











my wish list 

 
• Remove uncertainty, create incentives, training 
• Safe harbor for IRB-approved experimentation 

with new models for consent (i.e. portable, fully 
identified, etc) 

• Clear guidelines that harm lies in the act of 
reidentification, not act of distributing data with 
risk of reidentification (as long as done under safe 
harbor with consent) 

• Matching grants for infrastructure (inarguable 
role for government) 


